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Abstract

Context and objective Biobanks have become strategic resources

for biomedical and genetic research. The aim of the present

empirical qualitative study was to investigate how patients with

cancer perceive and experience the process of donation to biobanks,

focussing on the subjective meanings associated with their decisions

when they are asked in a routine context to agree to their own

biological specimens being used for research projects.

Design A qualitative study, using semi-structured interviews to

explore in depth the reasons why patients with cancer agree to

participating in biobanking.

Participants Nineteen patients (aged 28–82 years) being treated for

colorectal cancer or leukaemia at a French cancer centre partici-

pated in this study.

Results Contributing to biobanks was experienced here as a

rewarding and empowering individual experience because of the

psychological issues involved, such as feelings of hope associated

with research, because it makes the relationship with researchers and

clinicians less asymmetrical, revalorization of otherwise �wasted�
tissue, and also as an act of solidarity and reciprocity, which makes

patients part of a community.

Discussion and conclusion Patients seem to regard contributing to

biobanks as an act of benevolence, which they are motivated to

perform because of societal welfare considerations as well as the

hope of subjective benefits. Knowledge about the patients� perspec-
tive and of the psychological rewards associated with tumour

donation should be taken into account by physicians and caregivers

discussing this topic with their patients.
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Introduction

Biobanks have become strategic resources for

biomedical and genetic research: they have

facilitated research by providing a large range of

samples of human origin, which are mostly

obtained in the course of medically justified

procedures.1 In a context where it has become

mandatory to obtain potential research partici-

pants� free informed consent, patients� knowl-

edge and attitudes about biobanking procedures

are key issues.

General population-based surveys have shown

the existence of strong public support for these

practices.2–5 In surveys on patients with cancer,

the consent rates have also generally been found

to be extremely high, although the respondents

have no prospects of direct benefits, and refusals

are the exception.6–9 Apart from position papers

and publications by ethicists,10–12 several empir-

ical studies on the general population and on

actual donors have documented participants�
views and understanding of the consent pro-

cess8,13,14 as well as their concerns about the use of

their samples for future research purposes.3,15–18

The authors of these studies have often empha-

sized the need to pay more attention to the

diversity of biobank types, tissue type and

donation contexts, which may influence how

potential donors view issues such as consent and

the feedback of research results.15 One of the

main factors possibly motivating individuals to

participate in biobanking research is the altruistic

belief held by many donors that research is

�good�.19,20 It has also been suggested that a

positive attitude to biobanking may also depend

on the public being well informed and having

trust in experts and institutions.3,18 Qualitative

sociological research has also yielded useful

insights into biobanking, showing that donating

to biobanks is a complex process shaped by

donors� embeddedness in a number of social

contexts, their feelings of trust in biomedicine

and the ambiguous status of human tissue.21

In the field of oncology, several studies have

dealt with patients� preferences about the con-

ditions under which they receive information

and are asked to consent to their biological

samples being used for research purposes.6,7,20

In a review of the literature,22 Axler et al. argued

that the factors influencing decisions to donate

tissues to tumour banks both overlap with and

differ from those that influence other forms of

voluntarism in medicine, such as participating in

clinical research and the decision to donate

biological cells or tissues (organs, blood or bone

marrow) for a specific therapeutic project. These

authors also stated the need to understand how

the diagnosis of cancer may affect what potential

donors think about donation.22 But few studies

have been conducted so far on the experience

and motivations of patients with cancer who

have agreed to participate in research by allow-

ing their samples to be stored in biobanks. In an

exploratory study about the views of patients

with breast cancer who had consented to donate

blood or tissue samples for research, Kaphingst

et al.23observed that these patients had few un-

prompted concerns about the storage and use of

biological samples. The study on the families of

children with cancer by Dixon-Woods et al.24

reported that the value of tissue donated lay

more in the way it embedded these families in

the childhood community rather than in the way

it symbolized the essence of the self; consenting

to participate in biobanking was regarded as a

means of reciprocating for the clinical treatment

received and joining the previous generations of

people who have taken part in research. In a

small-scale study on patients and parents of

children who had donated tumour tissue to

biobanks, Morrell et al.25 emphasized the pro-

cess of revalorization of the tumour tissue

underlying the act of donation and suggested

that patients� attitudes to the donation of

tumour tissue for research purposes are only

partly explained by theories of altruism and

social exchange.

The aim of the present empirical qualitative

study was to investigate more closely how

patients with cancer perceive and experience the

process of donation to biobanks, focussing on the

subjective meanings associated with patients�
decisions when they are asked in a routine con-

text to agree to their own biological specimens

being used for research projects. Special attention
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was paid here to their expectations and the psy-

chological issues underlying their motivations.

Methods

Study design

This study was based on the principles of

Grounded Theory.26 This inductive, discovery-

orientated qualitative approach has been used

successfully to study the various aspects of real-

life human experience and to investigate many

topics of relevance to health psychology, such as

individual processes, motivations, interpersonal

relations and the reciprocal effects between

individuals and larger social processes.27

Grounded Theory generates single and interre-

lated concepts accounting for variations in the

topic investigated and brings to light new

hypotheses, perspectives and meanings about

complex behaviour, attitudes and interactions,

which quantitative methods cannot do.28 It was

used here with a view to understanding more

clearly how patients with cancer view their role

and construct the meaning of their participation

in biobanking, by questioning patients with

cancer about their intentions, beliefs and feelings

at individual open-ended in-depth interviews.

Setting and sample

This study was conducted at the Regional

Cancer Research Centre located in Marseille

(Institut Paoli-Calmettes), which cares for the

population of south-east France This disease-

oriented biobank (http://tumorpaca.marseille.

inserm.fr/biobank/7.html?1314328125752446&&

NO&&P7_ID&100002) is part of a consortium of

Biological Resource Centres (BRC) within the

PACA regional area. All newly admitted patients

at IPC are provided with a comprehensive infor-

mation leaflet describing the practical aspects of

their medical care, which includes a general

information on biological research activities car-

ried out on the campus, and a request for indi-

vidual consent as to the possibility to use both

biological samples and anonymized medical

information extracted from electronic health

records for the conduct of scientific projects. This

document is also available at the main entry

points in the hospital (specific patient information

area: ERI, pre-anaesthetic screening, inpatient

and outpatient visits and admissions). In the cases

of patients with acute myeloid leukemia (AML),

the biobank consent form is given by a nurse to

the patients at their first entrance in the depart-

ment. This document is one page long and printed

on both sides. The first side presents information

on biobanking, research use of biological samples

and possibility to refuse or to withdraw consent at

any time. On the reverse side, the patient has to

tick his decision (acceptance or refusal of consent)

and sign and date the form. Altogether, the pro-

portion of patients returning the consent form is

in the range of 30–40%of newly admitted patients

every year (with a fraction of patients from whom

consent can be obtained more than a year after

first admission). Altogether, a tiny minority

(<1%) decline to consent for the use of their

stored tissue for research purposes. A majority of

patients fail to express any opinion and can be

later solicited through a different procedure, using

regular or electronic mailings. Only annotated

samples obtained from consenting individuals will

be released for research projects, following posi-

tive evaluation by the local IRB (COS, �Comté

d�Orientation Stratégique� de l�Institut Paoli-

Calmettes) and the Ethics Committee (CPP,

�Comité de Protection des Personnes�).
A purposive sampling strategy in which par-

ticipants were recruited based on specific criteria

relating to their medical status was used to

obtain a suitable range of cases liable to yield

insights and in-depth understanding rather than

empirical generalizations. Eligible patients were

defined as patients with cancer of both genders

who were willing to discuss the consent to bio-

banking issue, whether or not they had previ-

ously given their consent to biobanking. As we

wanted to include as wide a range of experiences

as possible, we purposefully sampled patients

with either primary colorectal cancer (CRC) or

acute leukaemia (AL). These two pathologies

were chosen because they affect patients of both

genders in a wide range of age groups, and

because the therapeutic strategies used on these
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two malignancies differ considerably: long

inpatient stays in the hands of a small medical

team in the case of patients with AL, vs. mostly

outpatient stays involving contacts with many

hospital specialists in the case of patients with

CRC. This approach also made it possible to

diversify the types of biological samples stored

in the biobank (blood as well as solid tumours),

as well as the ways in which patients were

informed about biobanking.

Patients with AL were recruited at their first

admission to the haematologic department.

Patients with CRC at various stages of treat-

ment and short- and long-term follow-up were

recruited from one oncologist�s consultations.

They included newly diagnosed cases, patients

undergoing treatment, patients suffering from

recurrences and patients who had survived for

many years.

This project was approved by the French

National Committee on Personal Data and Pri-

vacy [Commission Nationale Informatique et

Libertés (CNIL)]. Patients� informed written con-

sent and the authorization of the local hospital

administration and medical staff were obtained.

Data collection and analysis

Data were collected at in-depth interviews

designed to facilitate free expression of thoughts

and feelings in a non-judgmental environment.

Patients with CRC were interviewed at the

hospital after an outpatient visit. Patients with

AL were interviewed in their bedrooms when

their medical condition ⁄ status had improved, at

the end of their first inpatient stay for induction

chemotherapy. The interviews were conducted

by the first author, who clearly identified herself

as an independent researcher who was not a

member of the hospital or biobank staff. An

interview prompt guide was used to plan the

interview. Topics covered included the onset and

history of the disease, relationships with the

clinic and ⁄or staff, patients� understanding and

expectations about research via biobanks and

previous experience of donating. The interviews,

which lasted 30–50 min each, were audio-taped

and transcribed verbatim.

Analysis commenced during the first inter-

views and progressed iteratively. A thematic

approach was used, based on the constant

comparative method.26 Open coding of tran-

scripts generated an initial coding framework,

which was added to and refined, and the coded

material was gradually rearranged as new data

were collected. As new transcripts were analysed

and compared across cases, the themes were

gradually refined and merged into broader cat-

egories. Some themes relating to biobanking

(such as the perception that there were no risks

involved, positive attitudes towards research and

trust in hospital staff) were identified at an early

stage in the analysis. Others (such as the higher-

order themes of �solidarity and reciprocity�, �self-
reward�, revalorization of the tumour tissues, the

personal value of consent, �hope�) emerged only

after further analysis. Once a theme had

emerged from some interviews, the data were re-

analysed to establish whether other respondents

also referred to this theme either explicitly or

implicitly, and to look for deviant cases. To

ensure the reliability of the ongoing analysis, the

authors also applied a triangulation method to

the data collected, analysing it in periodic dis-

cussions with the other members of the research

team. The study ended when data saturation was

reached, that is, when the findings could no

longer be improved by further interviews or

analysis.

Results

Participants

Nineteen patients (median age, 64; range, 28–82)

diagnosed with CRC (n = 11) or AL (n = 8)

participated in this study. Their demographic

and medical characteristics are presented in

Table 1. Interviews were conducted with each

patient at a single point in time after diagnosis.

Owing to the mode of inclusion and the differ-

ences between diagnoses, the mean time elapsing

from diagnosis to interview was shorter in the

case of patients with AL. At the time of the

interview, 13 (seven patients with AML and six

patients with CCR) of the 19 patients had

Biobanking: what it means to cancer patients, I Pellegrini et al.

� 2012 John Wiley & Sons Ltd

Health Expectations, 17, pp.523–533

526



already consented to biobanking by signing and

returning the consent form.

Meanings and subjective outcomes associated

with patients� decisions

When asked at the interview about their attitude

towards biobanks, all the respondents stated that

they would consent to donating biological sam-

ples to biobanks for research purposes. Their

attitudes formedacontinuumfrom �noopposition�
(�Personally, I have nothing against it�) to �com-

plete agreement� (�Yes, I agree, I think it is a good

thing�). To explain their answers, they mentioned

that participating in biobanking involved no

risks, time commitment or additional gestures,

and their answers about their motivations and

expectations about contributing to biobanking

came under two main headings: the wish to con-

tribute tomedical ⁄ scientific research and thewish
to help others. All the patients felt somehow

concerned by these issues and gradually adopted

different positions about their motivations as the

interview progressed. Detailed analysis of their

motives brought to light a feeling of personal

though indirect reward, which emerged in differ-

ent ways from their accounts.

To contribute to scientific research

The first main reason why patients were keen to

participate in biobanking was that they wanted

to contribute to scientific research.

Yes, my answer is yes. Yes. Absolutely. Since it�s to
support research. That�s what makes science pro-

gress. (Camille, aged 56, CRC)

These highly favourable attitudes were based

on very positive though quite vague representa-

tions about scientific research. Participants

generally said that medical ⁄ scientific research

was �an important thing�, �a good thing�, �some-

thing we hear a lot about it in the media�, �it�s
something we are hearing about more and more�.
More specifically, they focused on the �progress�
being made in research: this idea contributes to

promoting, maintaining and instilling hope and

trust in the future.

Research is progressing very fast in all fields, thank

goodness, and I think it�s progressing even faster in

the field of cancer. They have certainly made great

progress during the last few years. And it�s going to
continue, luckily. Go ahead, then, scientists, and

find solutions, that would suit me fine! (Roger,

aged 58, CRC)

Perception of the fact that research activities

were being carried out at this institution there-

fore increased these patients� trust in the medical

staff and the institution treating their disease:

I had heard about it before, not just as a hospital,

but also because of the research they do. It�s proof
that they are doing a good job, absolutely.

(Arnold, aged 59, CRC)

Many patients insisted on the fact that the

tumour specimens and blood samples were

obtained in the course of diagnosis or thera-

peutic procedures and emphasized the fact that

no physical risks, time commitments or addi-

tional interventions were involved. Donating

tissues for biobanking purposes afforded them

an opportunity of making use of – and giving

value to – otherwise �wasted� material.

If they had taken part of a healthy organ, that

might have bothered me more. But in this case,

since they have chopped off that bit of flesh any-

way, why throw it out if it is of use to research?

Rather use it! (Camille, aged 65, CRC)

This idea of revalorization of otherwise

�wasted� tissue was encountered more frequently

in patients with CCR. Patients with AL tended

Table 1 Summary of patients� characteristics (n = 19)

Category Type

Number

of patients

Median age (range) 64 (28–82)

Marital status Married 16

Single 3

Pathology Colorectal cancer 11

(9 men,

2 women)

Acute leukaemia 8 (4 men,

5 women)

Time from diagnosis

to interview

(months)

Colorectal cancer 19 (2–53)

Acute leukaemia 3 (1–8)
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rather to talk about biological samples taken for

analysis in the course of their treatment:

I know that part of what they sampled this

morning will go to be analyzed, and part of it will

go to research. (Géraldine, aged 28, AL)

However, the high level of acceptance to

participate was not associated with the idea that

consent procedures are pointless. On the con-

trary, many participants felt that consent pro-

cedures provided them with important signals of

respect for their autonomy and acknowledge-

ment of their contribution:

I feel it�s normal that I should participate, but I

think it is right to ask for our consent, because

each individual may react differently. There are

some people who might refuse. And there�s no

harm either in telling patients �look, what you are

doing is also going to be of use to future research.�
(Rémy, aged 49, AL)

Although some aspects of patients� accounts
suggest that their motivations for participating in

biobanking efforts were not independent of the

quality of their relationships with the caregivers

(in terms of the latter�s attentiveness, consider-

ation and expertise), they never explicitly men-

tioned the wish to please their hospital physicians

or described donation as ameans of reimbursing a

debt. Patients tended rather to emphasize the fact

that they were volunteers or collaborators,

resisting the idea that they might be merely pas-

sive �guinea pigs�. The latter term was actually

used once in connection with the decision to

participate, but it was not associated with any

anxiety about being the object of research. It

rather formed a significant component of their

handling of a potentially stressful situation.

As I always say, we are serving almost as guinea-

pigs in a way. Well that�s just one way of saying it,

I suppose. In my opinion, we are contributing

towards progress. There�s a lot of talk about

research these days on the media. Because they

seem to be short of funds, although they have some

good scientists. So it�s a good thing if everybody

joins in, including the patients. Patients too can

play the game. (Jean, aged 69, CRC)

In the quote below, patients and researchers

are said to be working towards the same goal,

which is to find an answer to questions about the

aetiology of the disease:

It�s not only the researchers whowant to understand
things, the patients want to know too. One of these

days before I get too old, I hope I will find out why

leukaemia occurs. What causes it and how it devel-

ops. In order to get an answer... (Elise, aged 52, AL)

To help others

Practically, all the patients were motivated by

the desire to help others and to serve public

welfare. Most of them saw themselves as playing

the role of giver, but they were also aware of

benefiting from past research and insisted on the

idea of reciprocity:

If we are benefiting from these treatments, it�s
because of the research that went on before, it�s
thanks to that research. My husband died of can-

cer back in 79, and I can see the difference between

the treatment he got in those days and mine, things

have progressed. I must say too that when you

have been a recipient, you feel it is natural to

become a donor as well. (Céleste, aged 68, AL)

Many of them spontaneously brought up their

past experience in other contexts of �live� tissue
donation such as blood, bone marrow or organ

donation, and other examples of how they were

helping others by donating money to scientific

research and engaging in charitable work, for

example. Their feelings about these experiences

depended to some extent on their personal and

familial history and the history of their own

disease. To be of service to future cancer patients

was the most frequently made comment, but the

idea that their gesture could be of benefit to their

family or their descendants featured in many

accounts as well.

Why not, if it helps to cure other people. Even if it is

not for us, because we know it won�t be for us, but
for future patients. And well, you never know.

Something might happen to one of your children or

your grandchildren 1 day and you would be glad to

know there are people out there acting as donors to

save our children�s lives. (Géraldine, aged 28, AL)

Many patients therefore showed a strong

sense of commitment to the project, stressing the

importance of solidarity. In the quote below,
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donating to others was further described as a

way of staying connected to other people during

the disease and sustaining the feeling of going on

living.

My disease doesn�t belong to me [laughter]. I live

with it, but... well, like so many other people.

Actually, I don�t even believe my body belongs to

me. I used to donate blood. And I would agree to

donating organs. I feel there comes a time when

one should do that sort of thing. I also wonder

what I�m going to hand on to other people. Human

relationships, that�s what keeps me going more

than anything else. That has always been my

opinion, and now it is growing even stronger. The

main thing is what one is doing, what one has done

and what one could still do here. I believe that even

if you are ill, you can go on living – differently, but

you go on living. (Patrick, aged 56, CRC)

Participating in research via biobanking

therefore imbues patients with a feeling of per-

sonal reward and empowerment:

It makes you feel better, you feel more useful. I

mean we are helping to improve the next patients�
treatment. Yes, we are contributing to progress. I

even think being useful can be valorising. Person-

ally, I feel I gain by contributing something to

research and to science. (Paul, aged 61, AL)

Discussion

The search for meaning is known to play an

important role in the process of coping with life-

threatening situations.29 Patients� ability to

search for and find a meaning in their illness and

treatments may have a significant impact on

their psychosocial well-being and their adjust-

ment to the effects of cancer on their lives.30 The

results of the present study show how patients

with cancer make sense of their contribution to

biobanking by referring to symbolic aspects

of the gesture. Participation in biobanking pro-

vides patients with at least a symbolic means of

handling the experience of cancer, which induces

much anxiety, uncertainty and ontological

insecurity.

Firstly the results of the present study indicate

that once patients have been given the possibility

of participating in biobanking, they are not only

generally willing, but also actively wish to

contribute to research. Patients struggling to

face the life-threatening disease and the treat-

ment involved may indeed regard the issue of

research as a priority. Whether this is because

close relatives have benefited from research,

because of moral or civic reasons, or because

donation is experienced as a commitment to

giving back what one has received, supporting

research via biobanking is mainly perceived as a

means of promoting and sustaining hope and

trust in the future, for either themselves or future

generations. Refusal to participate may there-

fore be equated with exposing themselves, other

patients or future generations to the risk of

death. Previous participants� gifts of biological

samples, which are reciprocated by the present

donors, may ultimately stand for life itself.

These results are reminiscent of a qualitative

study on cancer patients� experience of a clinical

trial in which patients� desire to help was found

to be mainly because of the hope that the trial

might result in a miracle cure.31 Likewise, one of

the main reasons given here by patients for

contributing to biobanking was the overall

feeling of hope associated with research.

Secondly, feelings of personal worth and

empowerment were meanings and values associ-

ated by patients with their gesture. It has been

suggested in other contexts that the exchange of

gifts helps formand cement �primary social bonds�
that �connect� and �unite� patients with their

caregivers.32 In the �shared common universe� of
clinical care, tissue donation may enhance the

social solidaritywith thosewhoprovide the donor

with treatments and care. Zaller et al.33, for

example, reported that blood donors are often

incited to donate by personal requests and social

pressure. It was never observed here that patients

were motivated to donate their tissues by the

desire to please their physicians (and ⁄or the

members of their research group) or to recipro-

cate for the provisionof health care, diagnosis and

treatment.34 Patients tended rather to describe

themselves as volunteers, active collaborators or

partners in research,35 and their contribution to

biobanking efforts created scope for making the

relationship with their health-care providers less

asymmetrical.
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Lastly, the request for tissue for biobanking

purposes also afforded the patients an opportu-

nity to give some value to otherwise �wasted�
material. In recent years, it has been recognized

that the body, and some tissues in particular, has

a specific cultural and subjective value that may

influence the likelihood of donation.36 Live

organs and tissues, such as kidneys, liver and

blood, are regarded as objects of value in society

that can save lives. Patients with cancer imagine

that what is being giving up is unhealthy tissue, a

waste product, especially in the case of patients

with CCR. The possibility given by biobanking

of transforming the negative symbolism

attached to �useless� tissue into material with

great potential value to medical research also

turned out to be rewarding for patients with

cancer. This process of revalorization of tumour

tissue was also emphasized in a recent socio-

logical and anthropological study on the dona-

tion of tumour tissue.25 What emerged further

here was that the possibility afforded by bio-

banking of reversing the negative symbolic value

attached to cancer tissue into something of great

potential value for medical research had positive

psychological effects on the patients themselves.

Considerable debate has focussed in the psy-

chosocial literature on whether patients who

consent to participate in research are motivated

by altruistic or selfish reasons. Some of the evi-

dence presented in the present study supports the

widely held idea that participating in research via

biobanking is an altruistic deed: it benefits other

people in need of help. In the specific context of

biobanking, this attitude is favoured by the

awareness that the cost of participating (in terms

of pain, time, further invasive procedures in

addition to the standard care) is very low, not to

say null. The patients surveyed here were also

generally aware that their contribution to bio-

banking would not be of any concrete benefit to

their own condition: they often gave an ethic

imperative as their motivation for participating

and were concerned to know whether taking part

would be useful and contribute to common

welfare. In recent years, sociologists have sug-

gested that donation of time, services, organs and

tissue may be regarded as a social exchange, or as

part of the gift relationship.37 The basic idea is

that gifts of blood and tissue may reinforce

existing social ties or create close relationships

between donors and other people. Patients� posi-
tive attitudes to biobanks depended largely here

on their prior knowledge and beliefs about

research and their previous attitudes towards

donation in general, but they were also greatly

influenced by the context of the disease and their

medical status. Patients acknowledged that they

were benefiting from the latest treatment, thanks

to those who had previously participated in

research, thus creating a broad system of reci-

procity and solidarity, which bring patients

together.38 Participation in biobanking was

therefore mainly experienced as a commitment to

giving back, where the counterpart of the gift was

the strengthening of social ties in the group of

patients. Willingness of patients with cancer to

participate in research via biobanking therefore

fits the theory of the gift relationship in the med-

ical context,39 where they frequently showed a

desire to contribute to public welfare in ways that

depended on the context and their own personal

and medical history.

However, these social ideals would not suffice

unless they also furthered individuals� direct

interests in some way or another. Previous

studies on cancer patients� participation in clin-

ical trials have shown that although being of

service to future patients was the most fre-

quently mentioned motive, it came second to

self-interest in some cases.40,41 Although the

patients surveyed here stated that donating tis-

sues was a means of helping other patients, the

present findings show on the whole that con-

tributing to biobanking efforts partly works

because it provides patients with some fairly

insubstantial indirect benefits (it creates hope,

reduces the asymmetry between patients and

doctors, gives patients a sense of personal

reward and gives their tumour tissue value). This

pattern, in which both donor and recipient

benefit (the donor feels personally rewarded, and

the recipient receives a donation), corresponds

to the definition of an act of benevolence.42 The

benevolence hypothesis, according to which

patients are motivated by societal welfare as well
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as by the hope of personal benefits, has also been

proposed to account for patients� willingness to
donate blood, and it has been suggested that

generous behaviour in this context may be

driven by a sense of personal emotional

reward.43 Based on the results of the present

study, donating biological samples to biobanks

can be regarded as a form of social exchange,

that is, patients� willingness to participate and

their personal satisfaction are based on the belief

that their act benefits others and the community

at large, as well as an individual experience with

personal psychological benefits. Participation in

biobanking may result in a feeling of empower-

ment among patients with cancer because it

gives them a sense of purpose and meaning and

imbues them with a feeling of personal reward.

Limitations

The main limitation of this study is that these

views were expressed retrospectively after

patients had been asked to consent to biobank-

ing. It is therefore not possible to say whether

these opinions were already held previously or

how they may have changed during the period of

treatment. The positive attitudes to biobanking

and the associated meanings expressed by par-

ticipants may have developed as an after-

thought, as part of a process of reconstruction.

The views they expressed were highly consistent,

and thematic saturation was quickly reached in

the analysis. However, it was not possible to

interview the patients who expressively refused

to give their consent on the form they returned.

Another limitation may have been due to the use

of a mixed sample, but we deliberately chose two

malignancies that differed considerably in many

respects, so as to illustrate the differences

between solid and haematological malignancies

from the biobanking point of view.

Clinical implications and conclusion

Evidence-based information can be used by both

clinicians and patients to make decisions about

participating in research, but this is only part of

the picture. The results of the present analysis

suggest how patients construct meanings about

their participation in biobanking. They show

that patient�s motives for participating in bio-

banking were shaped by the sense they made of

their gesture. The present results suggest that

patients with cancer agree to participating in

biobanking for various reasons. Apart from

reasons based on individual autonomy and for-

mal rationality, values such as solidarity and

informal feelings about personal benefits con-

tribute to patients� motives for participating in

biobanking. These results also challenge the idea

that cancer patients� participation in biobanking

research is based on purely altruistic grounds.

Although the difference between altruism and

benevolence is rather subtle, it is important

because awareness of the psychological rewards

associated with tumour donation should be

taken into account by physicians and caregivers

discussing this topic with their patients.

The contribution patients make by partici-

pating in biobanking efforts should be

acknowledged because it may give patients with

a life-threatening disease a sense of purpose and

meaning. The present findings suggest that

consent leaflets and procedures could serve this

purpose. As previously established,44 consent

documents function in many ways, which are

not all directly dictated by their factual content.

The participants in this study felt that the con-

sent procedures provided them with meaningful

signals of respect and acknowledgement of the

contribution they were making to cancer

research. This point was also mentioned in a

previous quantitative survey,20 suggesting that

the documents used by biobanking institutions

to communicate with patients with cancer

should stress how their donations are liable to

benefit research, which would at the same time

enhance their feelings of satisfaction and

empowerment.
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